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O v er  th e  p as t  n umb er  o f  yea r s  I r i s h  s o c i e t y h a s  w i tn e s s ed  s i gn i f i c an t  

p o l i t i c a l ,  s o c i a l  an d  econ omi c  chan ge  w i t h  in c r eas ed  p r os p e r i t y ,  

i mp ro v ed  in f r as t r uc t u r e s  an d  a  gen e ra l  i n c r eas e  in  t h e  w ea l t h  o f  t h e  

n a t io n  ( No lan  e t  a l  2 0 00 ) .  T h i s  n a t ion a l  g r o wth  h as  b een  accom p an i ed  

b y i m pr ov em ent s  i n  m an y a s p ec t s  o f  l i f e  f o r  I r i s h  c i t i z ens ,  b u t ,  

h o w ev e r ,  wi t h i n  th i s  g r o wt h  i t  h a s  em er ged  th a t  t h e r e  i s  ev i d en ce  to  

s u gges t  a  co r re s po nd in g  so c i e t a l  i nc r eas e  i n  i n equ a l i t y ,  

m a r g in a l i s a t io n ,  ex c l us i on  and  po l a r i sa t i on  ( N ol an  e t  a l  2 0 00 ) .  So c i a l  

i n c lu s i on  m ean s  be i n g  i n  a  po s i t i o n  to  p a r t i c ip a t e  f u l l y  i n  t he  l i f e  o f  

t h e  s o c i e t y o n e  l i v e s  i n ,  co nv e rs e l y ,  s o c i a l  ex c l us i on  en t a i l s  b e in g  

p r ev en t ed  f ro m do in g  so .  

 

D i s ab i l i t y  i s  d e f ined  a s  –  t h e  l o s s  o r  l i mi t a t io n  o f  op po r tu n i t i e s  t h a t  

p r ev en t  p eo p l e  who  h av e  imp a i r m en t s  f r om  t ak in g  p a r t  i n  t h e  n o r m al  

l i f e  o f  t he  co mmu ni t y o n  an  equ a l  l eve l  w i t h  o th e r s  du e  t o  ph ys i ca l  and  

s o c i a l  b a r r i e r s  ( F in k e l s t e i n  an d  F r ench  1 99 3) .  P eop l e  w i t h  d i s ab i l i t i e s  

f a ce  ma n y b a r r i e r s  t o  f u l l  p a r t i c ip a t io n ,  and  a re  t h us  l i k e l y t o  f a ce  a  

h e i gh t en ed  r i s k  o f  s o c i a l  ex c lu s i on  ac r o ss  v a r io us  d im ens io ns  ( G an non  

an d  N ol an  20 05 ) .  In  r ep o r t i n g  o n  d i s ab i l i t y  an d  s o c i a l  i nc lu s io n  in  

I r e l an d ,  G an no n  an d  No lan  (2 00 5 )  rep o r t ed  th a t  i n  r e c en t  yea r s  t h e re  

h a s  b een  a  m aj o r  s h i f t  i n  t h e  as sump t i on s  h e ld  ab ou t  t h e  n a t u r e  o f  

d i s ab i l i t y ,  aw a y f r o m  th e  ‘m ed i ca l  mo d e l ’  o f  d i s ab i l i t y  t o w ard s  wh a t  

h a s  been  t e rm ed  a  ‘ s o c i a l  mo d e l ’ .  Th e  u nd e r l yi n g  a s sum pt i on  o f  t h e  

m edi ca l  m od e l ,  w as ,  t h a t  p eo p l e  w i t h  a  d i s ab i l i t y  w e r e  d i f f e r en t  f r om 

t h e  n or m  and  n eed ed  t o  b e  h e l p ed  o r  cu r ed .  Th e  cen t r a l  sh i f t  i n  

t h i nk i n g  t ow ard  t he  s o c i a l  m od e l  w as  t h a t  d i s ab lem en t  a r o s e  f r om  the  

en v i ro nm ent  an d  o rgan i sa t i on  o f  s oc i e t y r a t h e r  t h an  f rom th e  i nd iv i du a l  

an d  th e i r  imp a i r me n t .  D i s ab i l i t y  i s  s een  as  a  co ns equen ce  o f  so c i a l ,  

a t t i t ud i n a l  and  en v i r onm ent a l  b a r r i e r s  t h a t  p r ev en t  p eo p l e  f rom 

p a r t i c ip a t in g  i n  so c i e t y.  T h e  f o cu s  i s  t h en  on  t h e  n eed  to  chan ge  

s o c i e t a l  co nd i t i o ns  t o  a ccomm od at e  t h e  n eed s  o f  t he  d i sab l ed  p e r so n  to  

p a r t i c ip a t e  i n  s u ch  ac t iv i t i e s  as  edu ca t io n ,  em pl o ym en t  and  l e i s u r e .  

A cco rd in g  t o  t h e  N a t io n a l  Di s ab i l i t y  A u t ho r i t y  ( N D A )  ( 2 00 3 )  t he  

1 9 90 ’s  an d  o n war ds  mar k ed  s i gn i f i c an t  ch an ge  in  d i s ab i l i t y  l eg i s l a t i on  

an d  p o l i c y w i t h  cu mu la t i ve  e f f o r t s  t o  p r omo t e  an d  he l p  s ecu r e  th e  

r i gh t s  o f  p eo p l e  w i t h  d i s ab i l i t i e s ,  an d  to  p r om ot e  in f o rm at i on  and  

ad vo cac y f o r  p eop le  wi th  d i s ab i l i t i e s  an d  o t h er s .  

 

T h e  d i s ab i l i t y  m o v em ent  h as  b een  wo r k in g  to w ard s  comm un i t y 

p a r t i c ip a t io n  and  in c lu s io n  ( Nol an  e t  a l .  20 00 ) .  D esp i t e  t h i s ,  ev i den ce  

s u gges t s  t h a t  m any p eo p l e  w i th  i n t e l l e c tu a l  d i s ab i l i t y  l i v e  i s o l a t ed  

m ar g in a l i z ed  l i ve s  w i t ho u t  a cce ss  t o  t h e  s up po r t  an d  se rv i ces  r equ i r ed  

t o  i mp r ov e  th e i r  qua l i t y  o f  l i f e  ( G anno n  and  N ol an  2 00 5) .  T h es e  p eo p l e  

h av e  a  r i gh t  t o  p l ay  a  f u l l  p a r t  i n  soc i e t y an d  h av e  th e i r  wi sh es  h ea r d  

an d  m e t ,  bu t  t oo  o f t en  t he y a r e  s o c i a l l y  ex c lu d ed  and  hav e  d ec i s io ns  

m ad e  fo r  t h em (M or gan  20 0 2 ) .  

 

M cCar t h y ( 1 9 9 8)  s u gges t s  t h a t  t h e  b e s t  w ay o f  i n c r eas i n g  o ur  

k n ow led ge  o f  ho w p eo p l e  wi th  i n t e l l e c t ua l  d i s ab i l i t y  e x p e r i en ce  th e i r  

l i v es  i s  t o  s peak  wi t h  p eo p l e  wh o  h av e  i n t e l l e c tu a l  d i s ab i l i t y .  
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In t e r v i ewin g  p eo p l e  w i th  i n t e l l e c t ua l  d i s ab i l i t y  i s  s u gges t ed  as  a  

p r omi s i n g  w a y f o r w a r d ,  d eep en i n g  u n de r s t an d i n g  o f  t h e  imp ac t  o f  

l i v i n g  w i t h  su ch  a  p o w er fu l  i d en t i f yi n g  l ab e l ,  and  in f o rm in g  t h e  w ay 

s e r v i ces  s up po r t  an d  emp o wer  p eop l e  wi th  i n t e l l e c tu a l  d i s ab i l i t y  

( N a t io n a l  Di s ab i l i t y  A u t h o r i t y  2 0 0 9 ,  D ep a r tm en t  o f  Hea l t h  2 00 5 ) . I t  

en ab l es  an d  em po wer s  p eop l e  w i th  i n t e l l e c tu a l  d i s ab i l i t y  an d  o p en s  th e  

s p ace  fo r  t h em  t o  co mm uni ca t e  t he i r  l i f e  d im ens i on s  and  th in gs  th a t  a re  

i mp or t an t  t o  t h em .  

 

T h i s  s tu d y a i m s  t o  an s w er  t h e  fo l l owi n g  r e s ea r ch  qu es t io n  –  W h at  a r e  

t h e  imp o r t an t  l i f e  d i mens io ns  f o r  s e l f - ad vo ca t i n g  p eo p l e  w i th  

i n t e l l e c tu a l  d i s ab i l i t i e s  i n  t h e  so u th  ea s t  r eg io n  o f  t he  R ep ub l i c  o f  

I r e l an d?  Mo r e  s p ec i f i c a l l y ,  i n  ans w er i n g  t h i s  qu es t i on ,  t h e  p ro po sed  

s tu d y,  em pl o yi n g  an  i n c lu s i v e  ap p ro ach  wi l l :  

 Id en t i f y t h es e  in d iv id u a l s ’  im po r t an t  l i f e  d im en s io ns  

 E s t ab l i sh  wh a t  s e r v i ce s  a re  i n  p l ace  t o  s up po r t  t he s e  l i f e  

d im en s i on s  

 Id en t i f y w h a t  s e rv i ce s  wo u ld  b e  con s id e r ed  n ece ss a r y t o  s up po r t  

t h es e  l i f e    d im ens io ns .   

 R epo r t  an d  m ake  r ecomm end a t ion s  t o  t h e  s e r v i ce s  an d  

ap p ro p r i a t e  au t ho r i t i e s .   

 

In  r ev i ewi n g  t h e  l i t e r a t u r e  o n  in t e l l e c t u a l  d i s ab i l i t y ,  Bea r t  e t  a l  (2 00 5)  

p os i t ed  th a t  i nc lus iv e  r es ea r ch  in  t h i s  a r ea  g iv e s  v a lu ab l e  i n s i gh t s  

ap p l i c ab l e  t o  p eop l e  wi t h  i n t e l l e c tu a l  d i s ab i l i t y .  T h e  r e s ea r ch  i s  

r e l ev an t  t o  t he  p eo p l e  wi t h  i n t e l l e c tu a l  d i s ab i l i t y  an d  b en e f i c i a l  i n  

t e rm s  o f  d e l iv e r i ng  m ean i n gfu l  o u t co m es  fo r  t he  p a r t i c i p an t s  and  the  

p o pu l a t io n  t he y r e p r e s en t .  A  p a r t i c ip a t iv e  ac t io n  r e s ea r ch  ap p ro ach  

i nv o l ve s  peop l e  wi t h  i n t e l l e c tu a l  d i s ab i l i t y  i n  t h e  r es ea rch  a l l ow in g  f o r  

a  su b j ec t i v e  app r oach  re l a t i n g  t o  l i f e  d im ens io ns  in  t h e s e  p eo p l es ’  

l i v es  (W alm s l ey an d  J o hn so n  20 03 ) .  T h e  p r i n c i p l es  an d  ch a r ac t e r i s t i c s  

u p on  w hi ch  in c l us i v e  r e sea r ch  i s  b as ed  a r e  as  fo l lo ws ;  t h e  r e sea r ch  

m us t  add r es s  i s s ue s  wh i ch  r ea l l y  m a t t e r  t o  p eo p l e  wi t h  i n t e l l e c t ua l  

d i s ab i l i t i e s ,  an d  wh i ch  u l t im at e l y l e ad s  t o  im p ro v ed  l i ve s  f o r  t h em;  i t  

m us t  a cce ss  and  rep r e sen t   t he i r  v i ew s  and  ex p e r i en ces ;  p eop l e  wi t h  

i n t e l l e c tu a l  d i s ab i l i t y  n eed  t o  b e  r e spec t ed  b y t h e  r es ea rch  co mmu ni t y;  

t h e  r e s ea r ch  qu es t io n  i s  o wn ed  b y d i sab l ed  p eop le ;  i t  i s  co l l ab o r a t i v e  –  

d i s ab l ed  p eo p l e  i n v o lv ed  i n  d o i n g  t h e  wo r k ;  and  so m e  co n t ro l  i s  

ex e r c i s ed  b y d i s ab led  p eop le  o v e r  p r oce s s  and  o u t co mes .  

 

T h e r e f o r e ,  i t  s e ems  ap p ro p r i a t e  t o  addr e s s  t h i s  d e f i c i t  b y  u n d er t ak i n g  a  

s tu d y t h a t  wi l l  ev a lu a t e  and  r epo r t  o n  t h e  s ub j ec t iv e  ex p er i en ces  

r e l a t i n g  t o  t h e  impo r t an t  l i f e  d i mens io ns  o f  s e l f - ad vo ca t i n g  p eop l e  w i t h  

i n t e l l e c tu a l  d i s ab i l i t y .  T h i s  s tu d y w i l l  em plo y a  p a r t i c i p a t i v e  ac t i on  

r e s ea r ch  d es i gn  co n ce rn ed  w i th  f r ee i n g  t h e  v o i ces  o f  p eop le  wi th  

i n t e l l e c tu a l  d i s ab i l i t y  en ab l in g  a  co ns i d e r a t i on  o f  t h e i r  l i f e  

ex p e r i en ces ,  an d  pu t t i n g  t h es e  i n  t h e  co n t ex t  o f  t h e  b r o ad e r  d im en s i ons  

o f  t he i r  l i v es .  
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P a r t i c ip a t o r y ac t i on  r e s ea r ch  en ab l es  p eop l e  w i t h  i n t e l l ec t u a l  d i s ab i l i t y  

t o  wo r k  in  p a r tn e r s h i p  wi t h  r e sea r che r s  and  t o  h av e  g r ea t e r  i n f l uen ce  

o v e r  t h e  p ro ce ss  o f  t h e  r es ea r ch ,  and  f u r t h e rmo r e ,  i t  emp o w er s  t h em  in  

l e a rn in g  n ew  sk i l l s  and  i s  h o l i s t i c  i n  n a t u r e  (W alm s l ey  an d  J o hn so n  

2 0 03 ,  P r i e s t l y  1 9 95 ) .P a r t i c i p a t o r y ac t io n  r es ea r ch  h i gh l i gh t s  a  sh i f t  

f r om  d o in g  r e s ea r ch  on  an d  ab ou t  p op u l a t i on s  o f  p eo p l e  wi t h  

i n t e l l e c tu a l  d i s ab i l i t y  t o  d o i n g  r es e a r ch  wi th  t h ese  p op u l a t io ns .  

In v o l v i n g  p eop le  w i t h  i n t e l l e c tu a l  d i s ab i l i t y  i n  an  ap p ro p r i a t e  w a y 

r e s p ec t s  t h em as  ac t i v e  p a r t i c i p an t s  i n  t h e  r es ea r ch  p r o ce s s  and  n o t  a s  

p a s s iv e  ob j ec t s  o f  r e s ea r ch .    

 

P h as e  1  o f  t h i s  p r op os ed  s t ud y i n vo l ve s  t h e  in c l us i v e  a nd  p ar t i c i p a to r y 

s e l ec t io n  o f  t he  r es ea r ch  g r o up .  H av in g  d i s cus s ed ,  d ec id ed  and  ag r eed  

o n  t h e  re s ea r ch  foc i  and  m e th od o lo gy,  i t  i s  i n t end ed  fo r  t h e  g r ou p  to  

r e tu r n  t o  t h e  Facu l t y o f  H ea l th  S c i en ces  R es ea r ch  E t h i c s  Co mmi t t ee  

T r in i t y  C o l l ege  Du b l in ,  and  th e  R es ea r ch  E th i cs  Co mm i t t e e ,  H .S .E .  

S ou t h  E as t  b e f o r e  p r o ceed i n g  wi t h  P has e  2  –  ca r r yi n g  ou t  t he  r es ea r ch .    
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